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hava- latt to a recetit e^ftasis. being placed ffi sarv^lce provffton of ; 

' ^ ' ^ , \ , * ^- ' , ' 

this population, the education of prof as^lonftLs wprklng with tliaEa 

populations^ and the assessment of current cotidltions and tiiaada of 

thesa liidlviduals - Through the Untversity lf€illatsd Program, a 

projept of nattdiiaL significance^ has begtin to Inveatlgate th# - 

educational tieeds of service profa^alorials and the needs of the 

agttig devel6pmentaLly disabled ^in lotig tenn care centers and in the 

conmtinlty^. 



SERVING TOE AGING DEVELOfBffiNT^J.Y QISABWiD [ 



As I ra^iewed Dr, Callahan's paper pn Futtotra ,p to comttig 
Jto thB Congraas, It tob not atl dltffiQult to mffatt hti condapts 
an<! idass to populatleiis of ^ging^ developmantally 4^ Tor 



^futdra Lb nearly. all tlLat axifts within tbls iiat^ fP^^ML 
and partlciifa^ nteeds maritfiat b^thls populatiSo^, xalong.with a lack 
of knowLadge and inforttation available, and fliiaLly the eoneept tha.t 

• • ' c ■ ^' ■ ^ , ■ 

the pcpula^loii Is in itm infancy gives a grtf^t latltuda of concartia 

' \ ■ ' ^ ' ' ^ ^-^ ' ' ^ * . . * ' • , 

Co disciisa as future eBtts^i deration a * * ; 

Traditionally / service programSs researeh , ^ aaid^ the -training of 

profasslcrTiaLs involvB<|/with ttie develo^^gntally disabled have #inpfiaaized 



and focused on the nt^ds of childrtn a^i^adole scants . Howevajr, aa 




a rasiilt of iniprovetnints in. medical and hea\th caxa, iiBprovad llfdng 



eonaitl6ns^ and generally Improved service provision, the develQp- ^ 
mentally disabled Individual is beglnnlng/to] liVt longer. The ^^"^^ 



specific naeds of this pop^^^t^n are of ten'^ui^ique and must be 

addressad - £ rccn a unique point-of-view* Naw alliances between 

* • ■ • 

diselpllnes must be formed, modlf 1 cat ions >4n 'the education O'f service 
personntl Tnust be made and access to infortnatlon regarding this ' 
popiilatlon, vhlch is currently una"vallable , wilL be needed, 

RecogniWng these needs, the Developinental Disabilities Office 
of the Depaiftment of Health, Educattoti, and Wfelfare, In 1976, funded 
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fly& Itetyariity Affiliated (ijAP) , fois. thireA' yaars ^aqli, to ; : 1 

Address' tha specific needs and setvices necassar^Toistha- «.ging ^ ^ 
^ev^lopmintally disabled poptilations , ThiB programs, Include a^tiational 
eTOpha^^^^ eacli of five s rates; Oregon, Utah, Georgia, MlcW^gan, Aiid 
NebraskiKwere awarded three-year grants, 

^htsje gratits were destgTied t^ collect, analyse , and dtaspminatA^ 
information oil the oldeT^and aged developinentally disabled. Also, 
X ragponalbjLltty was given for developing training oaterlali and ^> 

programs within university and community settings * Through these ^ 
" efforts, the projects hope to Influence policy and planning,* and to'^ 
identify, enhance, or develop the skills Wd expertise of all persons 
^orking\with the older and aged developmentally disabled person. - 
' ^ One of the initial goals 6f the five Inatitntlans %?as the 
collection and eolation of existing materials ancWreferences to 
service' provlston ^hlch approached the individual who was aging and 
developmentally disabled. Minimal information was uncovered*, ^^ri 
retrospect, this Is tiot too aurprlslng, in that since this population 
had not, in the past 'been defined as a group: 1) they were not seen 
as part of the "... Increasingly 3/ocal non-disabled elderly population' 
) they have not had a visible place in the planning for the 
evelopmantally disabled population, 'V (N . Thomas , .p . Z) . Another 
Initial goal was defining terinlnology to be used. At this time, 
(June, 1978), although still undergoing change, the following 
definitions are currently In use: 

The older (aging) individual is considered to be anyone whd hds 
reached physical maturity. 
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V, 'The agad peyso^ liialudes all Indly'ldual^^osa chro^QLo|ipal - 
,:kge lg^5 and who wa eligible for sarvices to senior aitlgM^©* 

liftally, de^alppmentally disabled Individuals are persoAi with , 
cerebral ^palayf; epilepsy, mental re tarda tlon, or autlsifti manlfestsd 
during tWe deyelopmental period prior to age 18* (This defiiiitlon, 
by the^ay, ^fe the current legar definition ^hlch Is undergoing i ' 



modiflcaiion to rBplace the named categories with a set of funptlonal ' 
erltaria) , . / ' , ^ 

J With these definitions In mindj let me discuss the goals of one 
constlt4fnt, the Nebraska Project, which I hfve had the opportunity ' 
to cpordinate,^ ' ^ * 

♦The Nebrasl^ Pro J act Is the only one of the five which is choused 
in a Gerontology component within the UAP. The Gerontology Program 
is a prohlem-eentared rather than discipllne-cefitered unit within 
the University of Nebraska systeTn. This allows for a multldisclplinary 
approach rather than the more usuaU^discipline-centered base. Students, 
in the program typically rnajor in a niaiiber of areas such as ^ © 
counseling^ social work/ psychology ^ special education, or public 
adniinist rat ion while at the same time^ obtaining a certificate^ of 
specialization in gerontology. Gerontology courses are often cross- 
listed between two or more departments and faculty are utilized with ^ 
a ..broad range of i:Kperti|e, experience and Interests. 

Two maior areas of emphasis were undertaken within this project: 
first, to design and develop a comprehensive currlqulim program for 
potenttai ^service personnel working with the aging/de'^lopmentally 



. ttsattledi-r Itjclnding ' th€ developnaat of credit and ndn-crtdlt coiirses 
workshops, and Instrvlcts fdr dlas^uiatlon at local , state\s and 

rsglonal Levels / and second , ta proirlda tachntcal asfelstance tc^ 

■-■ ■ - ■ ~ • ^ ^ « 

^ I ^ 

agencies and organlzaticns coticernfed mth service proVisloti to tlii 
aging davalopmefi tally disabled. . rhfse tw^ goals ware designed to 
tmprov^e the professional practices apd quality of cara= extended by 
the comnurilty to the older dev^elopmentally disabled pop'ulatlons. 

At this point/ tw years ^iTito,tha propQsed three year project^ . 
the surface has been scratched, A.s a part -of the curricultinQ 
dQVifclopmeht within tha junlverslty system and wlthiTi the coBmunlty , 
a Tiimbar of credit eoursei hav^e been devalopad and/or laodifled to 
tncliKte Information pertLnent to the agirig/developnien tally disabled^ 
popuLation, These cDurses cover a broafl base of departments and 
jMj-irtifias, Including : psychology; counseling and guidance; social 
work; health aducation; recreation; and special education/ Tlie 
response from the various departineTits has been excellent » Indicating 
that the recognition of the prdblem was enough to motivate the 
revision and/ or addttion to the curriculum'Tjiferliigs . Many of thesa^ 
departments are recognizing that they^- have a coinmon concern, the 
aging/develQpnientally disabled population. 

Also, the request for tnservice and %?orkshops on aging/ 
developmental ly disabled is ever increasing and this type of 

J* 

aducattonal experience Is on the rise, at least in Nebraska, 

Another important aspept of the project is the assessmeint of 
the community to detfrnilne what needs eiri&t, how these needs art 



b^lpg fflet, and what* steps can be taken to Improve the extatlng 
;^e]^tCai providfe^ to the aglng/developmentqlly diaabLad, In 
^on^tmetioti ^Ith one of the foremast commnlty ba^^L serylce agenctei ^ 
in the USA, the Eastern Nebraska Coimunlty Office of Ratardatlon, 
comnonly known as ENCOR, an assessment was conducted o£ alL individuals 
NtH^ eculd ba locfted in a five coufity teglon in eastern Nebraska » 

/The following conclusions were reached based upon initial 

_ - ---- 

findings from the survey: CWood, 1978) 

1, If you are oldfer and developmentally disabled, you are 
profeably institutionalized. You have only about one chance 
In four of living Ici a non-institutional setting. 

2, If you are develbpmentally disabled and ^residimg in a 
nursing home, you have' nearly a 50-50 chance that you 

' coulcj have your heeds met using currently available 
resourcas in the conmnunity. Forty-nine percent of the 
surveyed population ^could have been served by ei^is ting 
cctranunity services. The other 507o could almost all be ^ 
served in lass restrictive settings, 4f new prdgrams and 
» supports ware developed, 

3, If you are develbpmentally disabled and residing in a 

^ .nursing home, you are. probably self-reliant in your self- 
" care skills. The majority of the perspns labeled 

^"severely disabled** who reside in nursing homas are fairly' 
self-reliant, for example : 
a. 73% eat without help. 
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b . 67% ars ^bulatory, 
c. 84% hays nownal heating ^ 

.74% have normal vision, 



- - f. LQl le t L l fauibttl v ^B Itidttp^ud^uLly T^^tcv — — — 

4, If you are developmantalLy disabled and reside* In a nursing 
home, you probably have little contact: with family or 
friends. Nursing home placement tends to break off social 
contraetSp for examp^: 

a. 40% of .those realdlng In nursing homas never have a 
visit from their family and only 27% have such visits 
even (^casionally, 

b. 59% never have visits from fir ends and only 26%. have 
aueh /visits occasionally. 

The Nebraska/ Study Is an initial attempt to quantitatively 
assess current needs and services available ^to agir^/developmentally 
disabled population in the area. This ^ is appropriate f ot _Nebraska 
fts we have one of the highest longevity expectencies In the United 
States. We are anxious to complete this study as It will have an j 
important effect on the directions which research and service provlsioi 
will take In the not too distant future. ^ ^< . - 

Looking forward firbm this point In 1978, some of the same 
questions must be asked as were originally pdsed by^ Dlckerson in 1974. 
The thrust of - the f\v@ projects concerned with aging and developmental 
disabilltdes will continue^ to be directed toward solutions and 



Wisii0r8 tQ these problems ; * ^ ' ' 

1. Do the ttentaliy ratardad tmd tOg^ge more quickly thati 
Xhe iiurmM l tJupu J U L ion? I L w as uo ted ^hfrt^ many mental ly 
retarded Individuals tend to become prematurely old. 
There seems to be a nptlcCTbl^ptTyrtgar l: det e^ 

their health eondit ion (i.e., loss of testh,. eta.). Is 
this premature aging process directly related to thtf^ 
.factors of mental retardation <l*e,, chromopomal disorders, 
etc.) or Is It due to poor medical and health care? 

2. To what degree is the aging process of the mentally 
retarded more pronounced beca-use, historically, they have 
not learned self-care skills or have severe limits placed 

*on their educational opportunities? 

3. Do the aged mentally retarded residing In state institutions 
tend to live longer ^ than the aged mentally retarded 
residing In the community? ^ ^ 

^ ^ 4, At times, it Is difficult to find the mentally retarded 

i * i 

aged once they have been discharged from^ state institutions* 
For .example, when they are placed 1^ a nursing home their 
records often do not follow, them and the staff often are 
unaware of their background or specific needs. What kinds 
of organlMtional procedures need to be devised to help the 
community resources be more aware of the special needs and 
background of this population? Sometimes an agtd retarded 
person might be placed In a small group home and 
Bubsequeritly forgotten since little, df any, fOllow-Up la 
' ever undertaken, 

• » 

■ 10 

-•7- i • , • 



/ 



5/ Why have so f aw survtys hm&Ci undertaken to car ^ OUt 'c^^^ 

'flndtnga Regarding tlia tdantiflcafcloii of thg ag^d re,tard#4 
^in the coTOmnity? , ; " - ,/ ^ 

6.r It appears that while much aoiieatti hai baen QXififessad about 
prepari.ng tha norasL parson for the agltig procaaa, little 
thdught has baen given to praparlng the^adult ratarda^^ 
old age. Thatfe £s^a need to 'develop programs tn state 
Institutions and in eomunlty group homas that prepare the 
adult retarded person to handle the problems that wAy ^ 
"^arlse during the agtng process; ^ ; ^ , 



7. .To what degree are the mentally retardad aged dlffarflnt - ' 
from the more normal aged person? Some professionals ^and 
agency personnel contend the problems .of the' aged retarded 
Ire similar to the problems of the Mrtmal aged and the¥efori 
nb epaclal concern or attention is (requlrad relative to 'the 
^needs p^f the mentally retarded aged J This view has Serious 
Implica^tions for the development of specialized programs 
for the aged retarded. ' . ^ 

Much needs to be done; Admittedly, the area. la In its^infancy^ . 

Perhaps ypu can ral^e ofher questions and/or\concerns which have >. " 

' . ' ■ " * . ^ *. . . - 

not been raised. ^ ' . " 
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Callahan, Wllltan G. , %ijturisnafti A Questlon-^awer'ApptoapTi for 
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Amarican Association on Mental Deficiency, TorowtD, Crnada, 

TltOEias^ Kola, "Aglti| ^tid Aged Divelopmentally Dlaablsd reopls: 
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Wood, E. James, ''Comparliori of Coimflunity vs. Nursing Hone ScrV-ices 
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Anaiial Meeting of the Atnerlcan Aesoclatlon of Mental Deff 
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GerortologicaY Aspects or Developmenta 1 Disabilities has cDnpleted the. 
goal s pet f&r Junt 30th and has mad€ considerable advanccfnent in other aspects 
oi the ^fcject which are devil oping on scheclul e. 

QEJECTIVES TO SATE . ^ 

L To conti rue developiiiert of currl culm within the Lini\lrsity systerti' 
2. lo contlruethi data analysis of tfie Needs Assessment s iirvey being 
doni by CASS 

^ 3. To formali^i the working synippsla to be conducted durinfi the fourth 

qya rter of this jear 
CURR ENT jTAT IS^ OF^ CU RR I CU lUM^EVg LOPMpT 

Th€ development and expansion of"T|ii vers1 ty currj^i culum to ircl ude 1 nfor- 
maticn cn the aging/ dev^elcprnentdl ly disabled has been completed through the 
•first stage cf devel oprnent. [riirteen courses fiaye ei their been addecl or modified 
and two other uourbes are in ttm planning stage for devel opment during the 
coming jear. 

will be initiiLed diiih.y thiitJll ur 1^/8. 
CURRENT .SrArULJF mm ASSESSMEN I SJiRVEY 

Fhe UAS^ p ruje*. I r^ipuribiUlc fi^r uonduuLtriy a ^ur vy/ inRe^t un 6 LOficerning 
the needb of al I dtfveiufj^ental 1 y ai^abled personb hdb been completed through 
the f^trst U^ge uf J^La amlysf s. rapo 1 1 ufi the 1nf tial findings of this needs 
assiSsmenL wa^ ^f-tebefited uy Jirn Wuud dt the annual riieeting of AAMO In Derver 
during May. 

CASS coritifiuci Cu H^^^idti 111 rui ifidt lur I d rid technical assistance to consumer 
groups and service providers of localj state, regional an^ riational levels. 
CURRENT JTAim OF WORKirNG Sr^POjlUM 

^ The first of the working sjmposia to be held in Orfiiha m August 17 is 
in thi final plann ing stages . Participants hvk been invited troriawlde 



v4H€ty of professionallx based asencias a^pj^uld prove to be a niost 
rewarding experienci for those who are involved. 
ACmiTIES COMPLETED THROUGH. JUNE 30, 1978 ^ 

t 

Papers Presented 

Kallstroni, Lee A,, "Curriqulum Development for Personnel Inyolved wHh the 
Aging Deyelopnien tally Disabled," Paper presented at the National Confer- 
ence on Developmental Disabilities and Gerofitology* Ann Arbor, MI: May, IS 

Woods E. JameSj "Comparison of -ComDunI ty Versus Nursing Home Services 
for Aging Developmental 1^^ Disabled," Paper presented, AAMD, Denver, 
May, 1978. * ^ 

Kallstrom, Lee A. "Providing Services for the Devel opnientaVly 

Disabled Agedj" Paper presented , First Morld Congress on Future 
Special Educatijon, Sterlings Scotland: June 27^ 1978, 

PLANSF OR JULY 1 - SEPTEMBER 30 

Major goals foi^ the next three rTionths v^il 1 include the cqfnpletion of the 

first v/orking symposia, the submission of papers for nationally distributed 

proceidingss and the prepardLion for continuation of the curricul urn develop- 

ment at the Unlverblty of Nebr^dska, 
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